Introduction
H igh utilizers of health care, especially emergency services, have been described as poor, medically complex, and either uninsured or publicly insured.
1-3 They often suffer concurrently from housing instability, substance use, and mental illness. 1, 4 Literature describing their health and social attributes relies heavily on survey and emergency department (ED) claims data that yield descriptions of comorbidities, insurance information, and demographics. [1] [2] [3] [5] [6] [7] The patient perspective is rarely represented. 4 Qualitative methods can provide important insight into the life experiences and psychosocial characteristics of these patients in order to generate hypotheses regarding the antecedents of costly patterns of utilization. Such work can inform the development of more effective interventions. Nationally, interventions that address complex patient populations with high levels of need (eg, frail, elderly, HIVpositive patients) have demonstrated improvements in health outcomes and costs by assuring comprehensive community-based care and decreasing ED visits, hospitalizations, and readmissions. 8, 9 Similarly, in Camden, New
Jersey, the Camden Coalition of Healthcare Providers' (CCHP's) Care Management Team offered high utilizers of emergency services a comprehensive care management intervention. The Care Management Team provided basic home-based care and assured appropriate follow-up with primary care providers, connection to social services, and support for self-care. 10 A growing body of evidence shows that focusing on the most complex tier of patients can result in improvements in health outcomes and health care utilization, in some cases decreasing hospital and emergency services utilization and costs. [11] [12] [13] [14] [15] This work was informed by a ''social determinants of health'' framework, in which life course exposures to adverse conditions and social relationships are understood to shape later life health outcomes-and potentially health care utilization. Mounting evidence demonstrates that adverse childhood experiences (eg, experiencing or witnessing domestic violence, living with substance abuse) predict negative health outcomes throughout the life course, including depressive disorders in adulthood, risky health behaviors (eg, alcohol abuse, illicit drug use, smoking, risky sexual behaviors), and a range of chronic illnesses. [16] [17] [18] [19] [20] [21] [22] [23] [24] This work also was informed by the Behavioral Model for Vulnerable Populations, which posits that, especially in vulnerable patient groups, health care utilization is shaped by predisposing social and demographic factors, access to resources, and health status. 25 This study was designed to generate hypotheses regarding the health and health care utilization experiences of patients who use high volumes of hospital-based health services. The objectives were (1) to characterize high utilizer patients and their perceptions of their health and health care, and (2) to identify barriers and facilitators to health and health care from these patients' perspectives.
Methods
This pilot qualitative study employed semi-structured interviews with former patients of the Care Management Team intervention. Shaped by an initial literature review, the interview guide was refined through consultation and piloting with the CCHP, community members, care providers, and experts in fields such as public health, social epidemiology, community-based primary care, and qualitative research. Four domains of interest were identified ( Fig. 1 (Fig. 2) .
Follow-up with former patients was challenging for multiple reasons, including transience, housing instability, and severe, complex, advanced mental and physical illness leading to death in several cases. Patients had been discharged from the team up to 4 years prior to the current study. Of the original potential participants, more than half (n = 73) were ineligible or unreachable because of subsequent cognitive decline, institutionalization, death, having moved away or other factors, or no longer being connected at the available phone numbers (some numbers originally given by patients were for churches, shelters, or transitional housing facilities). The 19 patients who participated in the study were interviewed in their homes or the facilities in which they reside, or met the team in a private room in a local library, per their choice.
After consent was obtained, interviews were conducted and audio recorded by investigators trained in qualitative interviewing techniques and human subjects protection. Participants received grocery store vouchers ($20) as an incentive. The study protocol was approved by the Institutional Review Boards of the University of Pennsylvania and the Cooper Health System of Cooper University Hospital.
Recordings were professionally transcribed, deidentified, and checked for accuracy. Beginning with the 4
FIG. 1.
Steps from interview guide development through emergence of themes.
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original domains specified in the interview guide, a code book was built, which was augmented with additional codes identified through a line-by-line review of transcripts. A modified grounded theory analysis was conducted to determine whether the 4 original domains mapped to issues noted as salient by participants. Two investigators (DM and HP) independently coded transcripts using NVivo 9, then resolved discrepancies (j = 0.87). The team reviewed these data in an iterative process that included memos and conversations to clarify 3 themes revealed by the data (Fig. 1) .
Results
Of the 142 former patients of the Care Management Team, 37 were reached by telephone with up to 10 attempts per patient. Of the 26 who scheduled interviews, 7 potential participants did not present for interviews and were unable to make rescheduled appointments (Fig. 2) , and 19 interviews were completed (12 women and 7 men). The mean age was 51.6 years and all spoke English. As shown in Table 1 , the sample had more women and more African American participants than white or Hispanic participants.
Three main themes emerged ( Fig. 1) . First, analysis of multiple codes about individuals' childhood determinants yielded a focus on descriptions of childhood instability. Second, when discussing health care providers and utilization, participants described difficult relationships within the health care system, including negative interactions with providers. Third, in describing their perceived health status, the impact of the Care Management Team, other providers, and their health care utilization, participants noted caring relationships with the Care Management Team and other providers as important to their health and health care decisions.
Most participants explained that they were not struggling with issues of essential health care access at the time of the interviews; they reported having primary care providers, medications, transportation and housing. Diabetes (n = 13), depression (n = 7), and hypertension (n = 7) were the most frequently self-reported medical conditions. 
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Theme 1: Childhood instability
A predominance of the participants (n = 12) told stories of childhood instability (Table 2 ). Significant subthemes included early life traumas, such as death of a parent or other loved one, and abusive relationships with primary caregivers throughout childhood. Some described state agencies as their primary caregivers. Transiency was noted, often in the context of escape from abusive relationships (n = 5), and often resulted in living on the streets or gang and drug involvement, even as children.
Participant: ''I was raised in the streets. I come from a very.dysfunctional family.when I left the house, I was probably 10. Selling drugs. Dealing. Doing all the wrong things. Most of my years were in prison. Juvenile hall and prison so, you know, that's how I grew.I had a very.sad childhood. I was abused and.I was usually mostly by myself trying to survive out there and learning the hard way.'' -38-year-old Hispanic woman with diabetes Only 2 individuals specifically described how events in childhood affected their health during adulthood. Nevertheless, many participants related stories of how this instability may have manifested in health issues, especially with regard to mental health. For example, one woman described:
''I had sexual and physical abuse from my parents since I was a baby, since I was 3 or 4.Mother has been very abusive over the years.Every time we went somewhere she was hitting me, punching me, scratched me, and I'd cover it up.'' -54-year-old white woman with post-traumatic stress disorder, bipolar I disorder, and additional nonpsychiatric chronic conditions This individual described ongoing difficulty obtaining effective treatment for the post-traumatic stress disorder that repeatedly sent her to the ED. She reported being frequently ''suicidal'' and ''in crisis'' as a specific result of childhood abuse, for which she was ''in and out of hospitals too much.'' She reported a shared goal with her therapist of accessing consistent community-based mental health care rather than relying solely on the ED.
Nearly half of the respondents (n = 8) named their mother or a mother figure as their most important primary caregiver. The other half referred to a variety of other caregivers, such as grandparents, other relatives, or the state, or they declined to answer; these situations were described by some participants as traumatic, and by others as a normal course of events.
Of participants who described instability in childhood, half noted familial estrangement in adulthood (n = 6). When asked if there was someone they could depend on now for help, most participants spoke of having only 1 or 2 individuals that they could rely on, if any, suggesting a lack of social support in adulthood for nearly all of these respondents.
Theme 2: Difficult relationships and encounters with health care providers during adulthood Participants described difficult encounters with health care providers (not on the Care Management Team) ( Table  2 ). More than half of participants (n = 12) related stories of 
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encounters that had upset them; several explicitly mentioned withdrawing from outpatient providers by choosing not to attend appointments with those providers as a result. Over a third of participants switched providers because of dissatisfaction with those relationships. Others who had not switched chose not to follow a given provider's instructions as a result of these negative interactions. Most of the stories of negative health care encounters focused on feeling disrespect from providers, while others specifically described feeling discriminated against by providers because of race or sex.
''I had a doctor treat me in the ER. I was having chest pains. And I was told I was a drug addict and it was in my head.
And a week later I had a massive heart attack. I also explained to him that every young black person that walks in the hospital is not seeking drugs. That some of us do actually have problems. We may not know what they are, but they're real. And every female doesn't imagine she's sick.''
-49-year-old African American woman with hypertension, asthma, congestive heart failure, status post myocardial infarction
When answering questions about trusting their health care providers, almost half (n = 9) of participants stated that they distrusted a particular (usually hospital-based) provider. Respondents generally expressed trust in their primary care providers.
Theme 3: Importance of positive relationships with health care providers
Half of participants indicated the importance of ''feeling cared for'' by providers (n = 10). This theme recurred throughout the interviews, especially during descriptions of the Care Management Team. When asked about the best part of the intervention, rather than describing specific services, most participants described the importance of the emotionally supportive interactions they experienced. These participants reported that the experience of feeling cared for was a motivation to improve their own health behaviors (n = 10) ( Table 2) .
Diabetes, depression, and hypertension were the most commonly reported conditions. Despite the natural history of these complex chronic diseases and their tendency to reflect a pattern of deterioration over time, 7 participants reported improvements in their own perceived health status after the intervention. Five of those participants specifically attributed this improvement to the intervention.
''They make you feel like you're not alone, and they understand you and the things you're going through. And they actually help explain why you're going through these things.you don't feel like just a patient.'' -24-year-old African American woman with depression and Type 1 diabetes These participants articulated an appreciation for continuity in relationships with providers, including members of the Care Management Team. A majority of respondents (n = 14) described their preference for office-based primary care with their usual providers, reserving the ED for emergent medical necessity or after-hours needs.
Discussion
The 3 main themes elucidated reflect instability throughout the life course. Childhood instability, including traumas, abusive relationships, parental loss, and transiency, characterized the majority of the participants. Most reported some difficulty with provider relationships and, often, how that impacted their health care seeking behaviors. Finally, the participants reported that ''caring'' providers were particularly important in the trajectories of their illnesses and lives, emphasizing the compassion of the Care Management Team. Providers from the intervention were described as dependable, sensitive, and thoughtful, suggesting that these traits in providers may resonate for individuals whose childhoods lacked caregivers with these qualities.
Findings from this study corroborated existing evidence in a variety of ways. For example, many participants described childhood instability, including experiences in parallel with the Adverse Childhood Experiences Study. 19 Participants who reported exposure to adverse childhood experiences also suffered from outcomes described in the literature, including homelessness, risky health behaviors, and depression. [16] [17] [18] [19] [20] [21] [22] [23] [24] Attachment theory provides a powerful framework for understanding these data, suggesting that insecure attachment during infancy results in disrupted patterns of attachment in adult relationships, [26] [27] [28] such as those between these patients and their health care providers beyond the Care Management Team. Newer longitudinal prospective data suggest that physical illness also may be predicted by poor attachment during infancy. 29 Few studies have examined later-life health care utilization patterns among people who experienced early traumas, which may be a fruitful area for further inquiry in a variety of settings and with longitudinal study designs.
Evidence shows that a lower quality of care often is provided to minority or low socioeconomic status (SES) patients. [30] [31] [32] Several participants in this study expressed that they felt that their care sometimes was compromised by perceived disrespect from health care providers, citing race-, sex-or SES-based discrimination. Prior studies have noted that patients may respond to this sense of disrespect or distrust from providers with decreased adherence to medication regimens, refusal of services, or delays in care. 30, 33 The perception of disrespect perpetuates a cycle of difficult relationships between patients and providers that may adversely affect health or health care utilization. Conversely, participants emphasized the importance of caring, trusting, and longitudinal relationships with providers, both on the Care Management Team and with primary care providers. Comorbid mental illness, especially depression, makes managing chronic illnesses such as diabetes more challenging. [34] [35] [36] [37] Consistent, positive relationships with primary care providers have been shown to decrease rates of hospitalization and ED use for complex patients who struggle with a combination of multiple chronic illnesses, mental illness, and psychosocial challenges. [38] [39] [40] [41] [42] Limitations of this study include selection bias and a small sample size. Patients who had a positive experience with the
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intervention may have been more likely to respond to investigators than those who did not participate initially or had a negative experience. Furthermore, the sickest or most transient patients of the intervention may have been less likely to participate. Because recruitment was done by telephone, those who enrolled in this study likely were among the more stable and accessible in this population; thus, those struggling with housing instability who have been noted as high utilizers 4 were not well represented. To gain consensus in identifying key themes, data were reviewed by multiple investigators and brought back to the panel of experts to help decrease potential investigator biases.
While CCHP continues its work, the outreach intervention has changed considerably, as have the eligibility criteria for enrollment of patients. Finding and connecting with patients as complex and vulnerable as these in communities like Camden is a known challenge to those in the field. The challenges faced in recruiting participants mirrors challenges faced by the Care Management Team in delivering (free) care to patients longitudinally. The team expends significant resources working to connect with patients over time via repeated telephone and spontaneous home visits. The prevalence of these themes may be the same in a non-high-utilizer sample, particularly in Camden; this sample was intended to capture the range of experiences of patients in the program, rather than to be representative of all high utilizers. Additionally, the study was not designed to examine causal influences on care-seeking behaviors.
Care Management team members, primary care providers, and hospital-based providers all struggle with the combination of medical, psychosocial, financial, and interpersonal problems these patients bring into the exam room. In one survey, 95% of physicians serving lowincome, urban communities agreed that social needs were as important as medical needs, 85% expressed the desire to write prescriptions for social needs such as housing or transportation, and 80% of physician respondents were not confident in their ability to manage their patients' social needs. 43 Screening for a history of childhood instability at the time of admission or discharge from the hospital, a transitional care program, 44 or a care management intervention such as the Care Management Team would inform development of health care interventions. The Sanctuary Model 45 references many of the narratives observed in this study's population and provides a trauma-informed framework for building a productive, positive therapeutic alliance. These narratives discuss how coping mechanisms that helped patients survive childhood instability may have become maladaptive in adulthood; how childhood abuse leads to disrupted attachment behavior and impaired capacity to form stable relationships; and how depressive symptoms, learned helplessness, low self-esteem, and hopelessness may present with secondary symptoms that the patient does not connect to the original traumas and that can be difficult to diagnose and treat. For these children, the health care system may represent a place of safety. As they grow up, they may be driven back to using the health care system as a place of sanctuary, representing a pathway to higher-than-normal utilization of health care for people who experienced an unstable childhood.
Our health care system is not designed to address this broad array of needs, and the result is the costly revolving door phenomenon of high utilization of hospital-based services. The study participants were selected for their patterns of utilization; the perspectives they offer give insight into how the health care system has failed them. These data highlight the influence of psychosocial factors, such as childhood instability, on the lives of the participants. Future directions should include investigation of the hypotheses that: (1) adverse childhood experiences may predict costly future patterns of health care utilization; (2) earlier life trauma influences relationships with health care providers and the health care system, potentially via challenges to attachment; and (3) trauma-informed health care delivery may improve outcomes for complex patients. Robust longitudinal methods using generalizable samples will be necessary to answer these questions. Ultimately, nuanced understanding of these individuals' complex psychosocial as well as medical needs may need to be integrated into health care delivery in order to optimize patient-centered models of care and outcomes.
''It is easier to build strong children than to repair broken men.'' -Frederick Douglass
